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\ndividuals with developmental disabilities in Ohio, the paper 
concentrates on the contributions of formal and informal supports. 
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are noted, and the importance of helping disabled persons develop and 
maintain informal support relationships is underlined. A series of 
recommendations regarding formal and informal support systems 
concludes the report. (CL) 



******************************* ******* 

* Reproductions supplied by EDRS a.e the best that can be made * 

* from the original document. * 
*********************************************************************** 



ERIC 



POSITION PAPER NO. 4 



o 

its 
CM 



Promoting Quality 
Community Living 
Through Formal Support Services 

and Informal Supports 
















^ 






N, 




N 




^) 


^ERIC 



«™°hL™be'^n™ ™Bv "^P-™* by Tl« Proration of fartrtuaondi«tto Sabcommittw 
Ronald E . Kozlowskl Dd«tH»tton.BMtta, Tmk Forr« 



TO THE EDlK^ATlOMAt RESOURCES 
INFOWyiATtON CENTER (ERC)." 



Total copt^ printed: 900 
Unit cost: $ 0,9877 
Publi4»tion date: 1/84 
(Includes papa* costs) 



POSITION PAPER NO. 4 



Promoting Quality 
Community Living 
Through Formal Support Services 
and Informal Supports 



Prepared by 

Tho Pmvention of Institutionalization Subcommittee 

Deinstitutionalization Task Force 

Ronald K. Koziowski. Project Coordinator 
(;her\M Phipps, Subt:ommittee Chairperson 
Wade Hitzing* Task Force Member 



The contents of this paper refleet of fitial pcdiey nnd positioBS 
of the Ohio Devtiopmental Disabilities PJnniii^ Coira^ 



l)oi;i!nibor H)8;{ 



"PEOPLE WERE MEANT TO COMPLEMENT EACH 
OTHER, WHERE I AM STRONG, YOU MAY BE <*EAK. 
AT POINTS WHERE YOU EXCEL. I MAY BE ALL 
THUMBS. AND THE ULTIMATE TRAGEDY TAKES 
PLACE WHEN I REJECT YOU BECAUSE OF YOUR 
HANDICAPS AND YOU REJECT ME BECAUSE OF MINE. 
THEN WE LIVE APART . , . AND WE DIE APART. WE 
DIE WITHOUT EVER REALLY KNOWING EACH OTHER 
OR EXPERIENCING THE RICH CONTRIBUTIONS EACH 
COULD HAVE MADE TO THE OTHER'S LIFE." 

RolMrt Poraliie 



This paptf reflects the official position and policy of the Ohio 
Developmental Disabilities Planning Council. The development of 
this papcar was sup{K}rted by funds made available through a grant 
from the Ohio Department of Mental Retardation and Developmental 
Disabilities, authorized under P.L. 95-602 to further the attainment 
of the g(»ls and (^jectives of the Ohio Developmental Disabilities 
Plannir^ Coum*il. 

The contents of this paper do not necessarily reflect the position 
or policy of the Ohio Department of Mental Retardation and 
Developmental Disabilities, and no official endorsement of the abov* 
agency should t>e inferr^ 
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Changes in the philosophy of services and a growing concern for the 
rights of persons with developmental disabilities have led to a nattonal 
deinstitutionalization irovement. Thus, the service s^t^ f<^ Ohio's citizens 
with development^^' «..:^abiliti6s is in a period of traisition as the state mov^ 
from an if»tituti{»h-based tn a community-based service delivery moc^. Althoi^ 
the deinstitutionalization movent -•nt has increased the mov; toward community- 
based services, numerous constraints continiK to challe: ;e this ^^ffort. With 
the transition in progress, the development of long- arid sh<Mrt-t<«rm service 
development plans is critical to the evdution of a cohesive system that uniformly 
provides appropriate and adequate service. Identificatkm of the nature and 
shape of the desired service system, the recognition -yt existing and potential 
constraints, and the de/elopment of an effective planning proce» must occur 
to assure that quality scHrvices are available now ami in tt^ futitt^. 

IS within this context that the Ohio Devel<^ental Disabilities Planning 
Cr-t!icii created the Deinstitutionalizatimi Task Force Project. The purpose of 
t'i^, oroject was to establish and {H*ovide staff support to a Deinstitutionalization 
Task Force, which was formally coi^tituted in Mar<^ 1981. The Task F(Mrce, 
composed of refv^ntatives from imrio(» a|;encies and consume groii^ (see 
inside back cover), was charged with the responsibility to identify major issues 
related to deinstitutionalization and to develop recommendations for incr easily 
the availability of appropriate services to persons with developmental 
disabilities. 

Given its charge, the Task Force had two maj<^ <^tions in torms of where 
to focus its attention: (1) on the nature or structure of the so^ice system or 
(2) on the service process. Because of the scope and complexity of the issues 
related to deinstitutionalizaticm, the Task Force (tecided to focus on the nature 
or structure of the service system. This approach was ch<^n because (1) an 
appropriate structure is a necessary condition for the devel(HMBent of quality, 
appropriate services and (2) many p^roce^ gui(telines and saf^uar(& are already 
present in rules and regulations. By foctsii^ on the structiffe of the service 
system, the Task Force could then develop a fAan containing: (1) a broad 
outline of the proposed service system ami (2) a inroad outliiw of projK^ed 
planning strategies. 

The Task Force considered this option as most coi^istent with the 
Developmental Disabilities Plannii^ Council's advocacy functicm, in that t!K> 
development of a broad outline of the {Mrc^x^ed service system facilitates 
systemic change . Loi^-range service gcmls define how things "ought to be" 
and can be used to guide short-term transition planning. 

The Task Force initially sought to identify the various legal and 
philosophical principle in the field of develc^mental disabilities and to (fefine 
with a high degree of clarity the actual issues surrounding deinstitutionalizaticHi. 
These deliberations were based on experiences in Ohio and augmented by the 
experiences of some of the more active state programs outsi<te of Ohio. The 
basic concepts that emerged were used then to guide the plannir^ {^ocess. 
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This led to the second st^, which was to apply these concepts to a 
service system for persons with (tevel(H>niental disabilities. The Task Force 
selected the following broad areas in which to concentrate its efforts: (I) 
the role of institutional services (2) residential services (3) adult services (4) 
informal and formal supports, and (5) administrative structure and finan-a. To 
^victe t»road-based {H'ofessional and consumer input in addressing these general 
topical areas, a subcommittee structure was established. The following 
subcommittees were constituted by the Task Force: 

o Institutional Services Subcommittee 

o Community Services Sidxsommittee 

o Preventi(Mi of Institutionalization Subcommittee 

o Finance Subcommittee 

This structure essentially provided a two-tier review {Wocess. Each 
subcommittee was charged with the initial development of a p<^ition paper on 
a selected topic. The Community Services Subcommittee was charged with 
initial development of position papers on two topics. The papers were then 
all submitted to the Task Force for revievi and/or modification, and subsequently 
adopte<* as official position paj»rs of the Task Force. The five position papers 
provide statements of ^ogram philosophies and service strategies that can be 
used to devel<H> quality services for persors with developmental disabilities. 
Each position paper contains a series of broad recommendations that the Task 
Force believes should be used in developii^ specific implementation plans. 

The Task Force believes that the position papers describe a realistic 
direction for Ohio's service system and should be v:;ed as roadm«ps for developing 
quality services for persons with developmental disabilities. 



Papers in the series indade: 



Position Paper No. 1: 

Position Paper No. 2: 

Position Paper No. 3: 

Position Paper No. 4: 

Position Paper No. 5: 



THE FUTUftE OF INSTirUFIONAL SERVICES 
IN OHIO: 

Do We Need to Plan for Institutional Services? 

RESIDENTIAL SERVICES IN OHIO: The Need 
to Shift from a Facility- Based to a Home- 
Centered Service System 

FUTURE DIRECTIONS IN ADULT SERVICES 

PROIVIOriN(3 QUALIFY COMMUNITY LIVING 
THROUGH FORMAL SUPPORT SERVICES 
AND INFORMAL SUPPORTS 

FUTURE DIRECTIONS IN ADMINISTRATIVE 
STRUCTURE AND FINANCE: PREREQUISITES 
FOR COMIMUNrrY-BASED SERVICE. 
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FORMAL AND 
INFORMAL 
SUPPORTS 



Foraal ud Infoml SOjpports 

Formal ^pport services and informal supports assist 
persons with developmental disabilities in ways that 
maximize the person*s: 

o Independence and human dignity 
o Presence and participation in community life 
o Status as a valued community member 
o Potential for growth and development 

Formal support so'vices and '.iformal supports are 
important components of a community's plan to ensure an 
adequate quality of life for persons presently r^idini^ in or 
returnit^ to the eommuntty. and in yeventirig the need (w 
tnstituti(Mnalizatt(»i. 



FORMAL SUPPORT SERVICES DEFINED 

Formal support services are those organized services 
provided by a variety of agencies/providers that assist a 
person to live in the community— transportation, dental and 
medical care, adult basic education, mental health services, 
recreation/leisure time activities, etc. Some of these 
services are typically provided by agencies that serve only 
persons with developmental disabilities, such as County 
Boards <^ MR/DD, or by generic service providers. 
K storically, most support services to persons with 
developmental disabilities have been provided in segregated 
settings by service agencies that provide services only to 
persons with developmental disabilities. However, widespread 
acceptance of the normalization principle has led to an 
increased demand for the utilization of generic service 
providers (McCord, 1982). Generic service providers are 
those agencies that offer services to the general public, 
such as mental health agencies, nc^pitals, etc. 



INFORMAL SUPPORTS DEFINED 

Informal supports are su[^rt networlcs such as families, 
friends, neighbors and peer groups, or organizations such as 
churches, schools, vtork groups, and clubs that offer 
friendship and assistance in problem solvir^ and obtaining 
needed assistance. Often, interactions in these support 
networks reflect a reeipro<»l relationship. Persons with 
disabUities receive supptM't and, in turn, offer friendship and 
help. 

Informal supports operate on a one-to-cMie, as well as 
a group level. On the one-to-one level, they are "natural" 
care-giving efforts that generally develop and continue 
without professional interventicMi. Supportive relatior^hips 
may exist between a friend and neighbor, nephew and uncle. 
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(nstor and pari^ioner, landlord and tenant, or among co- 
workers. 

Group forms of informal supports are usually more 
organised than are one-to-one supports. Sometimes groups 
are organized with the help of professionals; other times 
they (tevelop without such intervention. Such groups help 
persons with disabilities see that they are not alone and 
that others share their concerns and needs. Other groups 
such as clubs or neighborhood organizations may not be 
organized for self-help purposes. But even in these groups, 
participation becomes an important element of an individuars 
informal support network, providing help and sustenance. 

Traditionally, the development of comprehensive 
services tf» ai&lts with developmental disabilities has 
centered on providing residential and day program services. 
The focus has been on where a person may live or work in 
the community. However, a person nay receive appropriate 
residentiid and day program services and still experience' 
major <tetoencies in ti^ quality of his or her life" For 
examtde, numerous studies have shown that, although persons 
with developmental <fisabilities may live in physically 
integrated residential programs, seldom are they socially 
integrated into the community; they rarely interact with 
persons outside their residence or outside a network of other 
persons with disabilities (Moreau, Novak, & Sigelman, 1980). 
Moreov^, the lack of formal support services has been cited 
frequently as a major impediment to meetii^ the needs of 
persons with dev^opmental disabilities in the community 
(Bruininks, Williams, & MaT«iu, 1978; Savage, Novak, & 
Heal, 1980; Scheerenberger, 1976). It Is becoming increasingly 
evi(tent that the lack of formal and informal supports nut 
only adversely affects the quality of life of persofK living 
in the eommtfiiity, but also incyeas^ the likelihood of 
placement in more restricted residentiid and di » " program 
options than are needed to meet the person's r>*- Js (Biegel 
& Naparstek, 1982; GoUay, 1976: Heal, Sigelman, & Switzky, 
1980X 



A necessary first step in the (tevelopment of formal 

BASIC support services and informal supports for persons with 
PLANIHlia developmental disabilities is the ttelineation of principles 
PBIHCIPI^ES upon which the support system must be built. These 

principles, which reflect basic philosophical and legal 

concepts in the field of (tevelopraental disabilities, should 

guide the plannii^, development, and implementation of 
suf^rt service and informal su(^rts. 
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LEAST RESTRICTIVE /ALTERNATIVE 

AtUinii^ the least restrictive alternative requires that 
services and supports be provided in the most age and 
culturally appropriate manner for meeting the person's needs 
for st^>ervision and training, without iiaposing unnecessary 
modifications or (^iai oi personal rights. A fialher 
consid^tion is that the selection of particular servie^ss and 
supports must be based on the person's needs and wishes-not 
Just on the options currently available. 

Appropriate applieatk>n of this princi[de requires that 
formal s»jpport services be provided in the community throti^ 
the usual* generic sources. For example, a<&ilt basic 
educatimi should be availaUe through agencies that tyt^eally 
provide such services to all persons In the community, not 
just available within the confines <rf a Mtered worit^iop 
or group home. Likewise, rather than establishing separate 
transportation services that restrict the freqmey, time, and 
m<ri>ility of persons with disabilities, regular traii^tation 
systems should be utilized to accommodate the neecb of 
persons with disabQities. Mental health services generally 
available in the community should not be denied because 
they are deemed inappropriate for persons with 
developmental disabilities— provided on a limited or 
segregated basis— but should be available to ^ individuals 
in the community based on their r^ed for such s^vices. 
Rather than promoting total dependence upon the service 
system, (^>portunities to develop informal st^pc^ in natural 
environments should be encouraged. A restricted 
environment limits the development of informal supports. 
Physically and mially integrated worlcing, living, and 
trainif^ environments {Mrovide increased opportunities for 
developing informal supports. 



RIGHT TO SERVICES 

Right to service concerns the right of persons with 
disabilities to services or supports that promote growth 
toward increased independence and competence. A variety 
of community support services are needed to meet the 
multiple needs of persors with developmental di^bUities. 
While it may be pc^ible for persons to benefit from 
congregated and segregated programs, it is questionable 
whether such programs provide an appro(Nriatc service 
environment. The segr^ation of persons with developmental 
disabilities in physically and socially segregated settings 
cannot contribute positively toward enhanced independ«fice 
and corapetence. Most individuals rely on informal support 
networks in their daily lives. Th^ informal supports are 
even more important to persons with disabilities. 
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NORMALIZATION PRINCIPLE 

Normalization refers to ". . . the utilization of as 
culturally valued meaas as possible in order to establish 
and/or maintain personal behaviors, experiences and 
characteristics that are as culturally normative or valued as 
possible" (W(rifensberger, 1980). This principle calls attention 
to (1) what the service/activity achieves for those it serves 
(the "goals") and (2) how the program/activity achieves these 
objectives (the "means" in the definition). 

Appropriate application of the normalization principle 
re^Ailts in the development of formal support ser/ices that 
ensure as much as possible the person's prr «^ence and 
participHtt on in typi(»l community life. Support services 
should be 7>L>ain«l from community agencies that serve the 
general rivbiU: As Wolfensberger points out, ". . . maximal 
integration of the perceived or potential deviant person into 
the societal mainstream is one of the major corollaries of 
the principle of normalization " CVolfensberg, 1972). The 
President's Panel on Mental Rdardatlo.: also called for using 
generic services, those available to the general public, 
whenever possible to meet the multi-faceted needs of persons 
with developmental disabilities (President's Panel on Mental 
Retardation, 1962). 

Application of the normalization principle also should 
result in an increased interest in helping persons with 
developmental disabilities develop informal support networks. 
Just as most of the general public rely on informal supports 
in their daily life, so do persons with developmental 
disabilities. Informal support networks should be ereated 
and maintained by persons with developmental disabilities 
(Biegel k Naparstek, 1982). 



EQUAL JUSTICE 

A<»ierence to the principle of equal justice requires 
♦hat all persons with developmental disabilities be {M*ovided 
services and supports that will allow them an e^ual 
opportunity for growth and development. The principk of 
equal justice requires that long-range plans be based on the 
as»jmption that all^ {arsons can participate in community 
life. It is a denial of equal justice if persons with 
developmental disabilities are excluded from community 
generic services such as recr^tion, mental health, or adult 
basic education be<»use of their disability— if such services 
or activities are available to other persons in the community. 
It also is a violation of the concept of equal justice if 
Individuals are hindered in developing informal supports 
througl use of unnecessarily restrictive or segregated service 
strategics that prevent the development of such supporis. 
If informal suj^rts are important to nondisabled persons. 
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they are probably even more important to persons with 
disabUities. 



RESPECT FOR HUMAN WGNITY 

Most persons have p^sonal character isticf< and 
competencies that are valued by others. Also, they can 
advocate for themselves and are therefore usually afforded 
at least & minimum of dignity and r^pect. Except in very 
limited ways, persons with severe handicaps cannot gain the 
same d^ee of dignity and re^»eet by their own action s. It 
is therefore extremely important that they be treated with 
respect and served in settings tYmt are as positively valued 
as po^ible. 

Persons with severe handicaps should not be served in 
devalued segregated programs, but should be served as much 
a3 pofflible in a normal community setting. For example, 
segregated **special" recreation and leisure time activities 
usually do not increase the perceived vali» of the individual. 
Every effort should be made to ensure that services are 
provided in a manner and setting that is positively valued 
by the community. Services should enhance the status of 
persons with develcymental disabilities (as well as society's 
perception of themX and enable persons with developmental 
daabilities to assume more normal societal roles. Application 
of this concept also requires that persons with developmental 
disabilities actively participate in (banning decisions that 
affect the delivery of services, as well as in any other 
decisions that affect their lives. Agency policies should 
allow persons with developmental disabilities to participate 
in such decisiois, and should actively encourage and arrange 
for such participation. 



DEVELOPMENTAL ASSUMPTION 

The (fevelopmental assumption is based upon an 
acknowledgment of (1) life as change (all indiviikials, 
regardless of type or degree of handicap, have the potential 
for positive growth) and (2) development as modifiable 
(influenced through teaching, and by using and controllif^ 
physical, psychological, and social aspects of the 
environment). 

A<fiierence to the (tevelopmental assumption requires 
that services and supports are designed to be growth- 
enhancing and supportive of learning. Until recently the 
assumption was that persons with severe disabilities required 
separate, very special services and settings for maximum 
growth and development. This limited application of the 
developmental assumption is now being challenged, A variety 
of research studies have shown that po-sons with severe 
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disabilities benefit from ex{>05ure to, and can be effectively 
tai^ht in, more normal typical settings (Martin, Rush, 3c 
Heal, 1982). Thi> focus of services and su(^rts should be 
shifted from the person's disability to the person's 
functioning within a social environment. 

Application of the developmental assumption requires 
that community-based training include training in the skills 
needed to use community resources and to develop and 
maintain interpersonal relationships. 



EFFECTlVBNeSS AND ECONOMIY 

Recent research shows that it is very important, 
especially for persons with severe and profound handicaps, 
to participate in training {vograms that are as similar as 
p<gsible to normal community settings (Martin. Rusch, & 
Heal, 1982). This is especially important for persons with 
mental retardation because of their difficulty in generalizing 
from the original learning environment to other settings. 

Continued dependence upon segregated programs is 
unrealistic. Certainly, there are practical considerations 
that must be talcen into account: 

o Economic coraiderations argue against the continued 
development of segregated programs and services 
(duplication of services, cost of providing a particular 
service across specific population groupings, etc.). 

o Trained personnel often are not available to staff the 
wide variety of different segregated programs that 
would be needed. 

o No one agency or program has the resources to provide 
the necessary range of services to meet the many neefte 
of persons with developmental disabiliti^. 

Equally important, however, is the fact that in the 
absence of a full range of formal support services , persons 
with disabilities are apt to be placed in more restrictive, 
and costly, programs than are necessary to meet their needs. 
Likewise, the absence of informal support networks fosters 
a greater dependence upon the service system, resulting in 
a more likely need for greater "system intervention," 
especially in times of crisis (Albee & Jaffe, 1981; Gerhard, 
Dorgan, & Miles, 1981). 



The Prevention of Institutionalization Subcommittee 



COMM umTY-BASBD identified three basic components to a community-based 

NETIfORK network, which would support the presence and participation 
in community life of persoiK with developmental disabilities: 
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0 Residential and work (or work training) program 
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Commadt^-BaaeA Network 



o Formal support services 

o Infornal supports 

Residental and work (or work training) programs deal 
with where people live and what they do during the day. 
Position Paper No. 2 and Position Paper No. 3 of the 
Oeinstitutionalizaiion Task Force contain analyses of issues 
affecting the development of residential and work-related 
programs. 

Formal support services such as tran^>ortation, dental 
services, leisure time/recreaticm pr(^ran», and medical 
services, enable a person to live dTf actively in the 
community. Because of the multiple needs 6t persons with 
developmental disabilities, a full range of mipport services 
must be available. Lack of such services is frequently cited 
as a major reason for placement in a more restricted setting 
than is necessary to meet a person's needs. Equally 
important, the access of residential and achilt services is 
highly dependent upon the availability of support services 
in the community. 

Informal supports such as families, friends, neighbor, 
churches, schools, work groups, and clubs are the third major 
component of a community-based network for persons with 
developmental disabilities. Inf(H'mal »ipports and networks 
assist a person with social integrati<»i into the community, 
thus increasing the quality of the perscHi*s life and decreasing 
the need for "service system" intervention. 

The variety of services and supports needed by persons 
with developmental di^bilities is ^own in figure 1. The 
interrelationship of the three components of a community- 
based network is also reflected in figure 1. This 
interrelationship can be seen in two areas: 

o Informal supports come from a variety of sources such 
as where a person lives and works, and from people 
with whom they interact. 

o Success in each component depends to a degree on the 
appropriateness of the other two components. 



FORMAL SUPPORT SERVICES 

The Subcommittee identified the following formal 
support services as essential to planning for community-based 
services for persons with developmental disabilities. The 
list is not intended as a comprehensive list of all formal 
support services, t^it as a list of ma^ services that generally 
are required to meet the needs of persons with developmental 
disabilities. It is important to note that most of the services 
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Seif-help/mutual support groups 
Social sig^K»*ts in workshop 
NeigH3orhood supports 
ReligicHis suf^pc^ts 
Family supports 
Friwidships 



• Transpcs'tation 
Protective services 
Service coordination 
Income mainentance arxJ bucketing 
Recreation/leisure time activities 
Mental health services 
Physical health services 
Specialized therapeutic intervention 
Crisis intervention 
Adult teisic education 
Legal services 
Family support 
Homemaker 
Behaviw modification 
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on the list are not new. Many such "needs" lists lave been 
developed in the past, but only "tnts and pieces" have ever 
been implemented. The ohallei^e is not to gather more data 
about nee<te. but to find wrap's to provi<te these services 
through positively valued generic agencIesT 

o Transportation: putdie or private services that .mable 
persons with developm«ital disabilities to travel around 
the community in which they live and work (whenever 
possible, these services should involve existii^ public 
transportaticm systems) 

o Protective Services: range of socio-legal services that 
help protect and facilitate the exercise of individual 
rights (^h services assist persons with developmental 
disabilities in obtaining the maximtfiB independ«ice 
possible, while appropriately (votecting them from 
exploitation, neglect. <^ abuse) 

o Service Coordination: linking and coordinating 
segments of the s^vice deli/ery system to ensure the 
availability of a comprehensive array of services 

o Income Maintenance and Budgetii^. skill training and 
assistance to individimls in acquiring, using, and 
planning for basic necessities of life such as food, 
clothing, shelter, and money 

u Recreation and Leisure Time Activities: activities 
designed to (I) help ilieet specific needs in self- 
expression, social interaction, and entertainment; (2) 
develop skills and interests leadii^ to enjoyable and 
constructive use of leisure time and; (3) improve well- 
being 

o Mental Health Services: service that assist persons 
with developmented disabilities in formii^ harmcmious 
relations with others, and in participating or 
contributing constructively to changes in tl:eir social 
and i^ysical environment 

0 Physical Health Services: a full range of medical, 
dental, nutritional, pharmacy services that provide for 
health neecte. IncliKied are needs common to all (^rsora, 
plus the special needs that may arise from problen.s 
associated with developmental (Abilities 

o Specialized Therapeutic Interventioi»: a full range of 
occt^ttonal therapy, physical therapy, speech therapy, 
and psychol<^ical services 

o Crisis Intervoition: a variety of service, incliKiing 
counsel ii^, that are available on an emergency txisis 
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and are immediately responsive to individual and family 
needs at times of extreme stress 

o \&i\X Basic Education: continuity educational 
opporturities for adults in areas such as communication, 
social sicills, money mai^gement, and independent living 
skills 

o Legal Services: a combination of legal and advocacy 
services that {»'otect the individual's civil and personal 
rights and {prevent victimization 

o Family Support Services: a variety of services such 
as family training, family planning, counseling, respite, 
special therapy, a(&iptive equipment, home renovation, 
home h^lth care, homemaker, and day c»re 
services— all supfK>rtiry the maintermnce of a person 
in iiis or her own family setting 

o Homemaker Services: chore and/or personal care 
services that must he available for a {^rson with 
developmental disabilities to eimblc him or her to live 
as independently as possible 

o Behavior Management: efforts to modify maladaptive 
or problem behavicM^ and to replace them with 
behaviors that are more adaptive and a{>propriate 



Use of Generie Res o ur c es 

Local planning efforts should seek to optimize the use 
of generic community rescmrces 'n providing support services 
to persois with developmental disabilities. An inherently 
valuable asp€K!t of community life will be lost if such services 
are provided only in segregated settings. A major challenge 
in developing comprehensive community services is the ability 
to use a full array of generic community resources and 
services. A listing of the variety of community generic 
resources usually available at the local level is shown in 
figure 2. 



Possible Probleo Areas 

It is important to recognize the danger of diminished 
or lost services that <mii occur as the system shifis from a 
segregated, or categorical, approach to one based on generic 
resources. Experience has ^own that in the at>sence of 
appropriate plannir^ and service development, generic 
agencies tmy irappropriately serve and, in some instances, 
even deny services to persons with developmental disabilities. 
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Figure 2 
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Some of the £H>oblems involved with a shift to the use of 
generic services include (Gettings, 1981): 

0 Acce^ {MTc^lems aich as ambiguous eligibility 
requirements aiid informal denials of service 

0 Untimely exclusion and termir^ition of services, 
reciting from inappropriate outcome measures 

o Inadequate services resulting from inability of the 
overall "system" to deal with unique needs of persoas 
with developmental disabilities 

o Lack of mechanisms to coordinate effectively the array 
of services needed by persons with developmental 
disabilities 

o Ir«*reased competition for scarce public funds 

o Lacic of a coherent set of policy goals at the federal 
and state levels for providing services to persons witti 
developmental disabilities 

A strong emphasis on planning and monitortng of service 
provision will be necessary at the state and local levels to 
ensure that the needs of persons with developmental 
disabiliti^ are met. 



Consnowar Plartieipatioa 

The Subcommittee also calls attention to the 
responsibility of local communities and agencies to ensure 
that persons with developmental disabilities participate in 
planning decisions that affect the delivery of services, as 
well as in any othe*" decisions that affect their lives. Persons 
with developmental disabilities should not only be provided 
the OE^rtunity for, but also should be encoumged and 
astitsted in participating in such decision- ma king. 



INFORVIAL SUPPORTS SYSTEM 

Informal sajpports are an important component of 
everytfay life. Almost all individuals use informal supjwrts 
in one way or another: the advice received from a family 
member, transportation to and from work provided by a 
fellow worker, assistance from a neighbor in completing 
household repairs, and the social interaction provided by a 
friend. Other types of informal supports can be more 
organized. For example, particif»tion in a group religious 
activity, membership on a softball team sponsored by an 
employer, or participation in a nei0iborho<xj club are all 
forms of organized informal supports. Informal supports can 
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assist a person in problern solvii^, obtainii^ needed 
assistance, raaking~friends, or creatit^ a sense of belonging. 
These supports not only enrich a person's life but also provide 
invaluable assistance in coping with the everyday stresses 
of life. The ability to form and maintain informal support 
networics is an iminytant faet<y in determining the quality 
of a person's lifeT 

Ii^portraee of Suppot tB 

Informal supports are important to nondlsabled 
individuals, but they are even more Important to persons 
with developmental disal»lities because of the increMed 
stress in their everyday lives. Historically, persons with 
disabilities have often been "rejected." They have 
experienced rejection by family members, other citizens, the 
community at large, and by human service workers and 
agencies. Usual outcomes of being rejected include the 
experiences of being manipulated by people or systems, being 
abused or exploited, and being lat>eled as "incompetent." 
These experiences can manifest themselves in feelings of 
frustration— generally being unable to make decisions 
C3ncerning their own lives. Results of this frustration can 
lead to such things as lashing out, withdrawal and, most 
significantly, rejection of oneself (DeFaxio & Pealer, 1981). 

Unlike nondlsabled individuals, persons with 
developmental disabilities seldom have freedom to choose 
the kinds of supports they need. Most often they have to 
depend exclusively ugon the "sca^ice system" for their 
supports. fhb dependence has made persons with 
developmental disabilities more subject to influence and 
control by other people. 

Traditionally, profi^sionals in the field of 
developmental disabilities have recognized the need for "hard 
services" such as residential, vocational, and formal support 
services to a greater extent than they have recognized the 
need for informal supports. Only fragmented efforts have 
been initiated relative to the use of informal supports. This 
has not been the case in other human service areas. For 
instance, in the field of mental health and aging, the 
importance of informal su{^;H»rt networks has t^n rec(^nized 
and efforts Iwve been initiated to assist in their devel(^ment 
(Biegel & Naparstek, 1982; Gerhard, Dorgan, & Miles, 1981; 
U.S. Dept. HHS, 1980) 
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Types of Informal Supports 

Persons with developmental disabilities may receive 
assistance tnrough one or more of the major types of informal 
supports shown in figure 3. 

The composition of informal su{H><»'t networks will vary 
from person to person; a person may have nc need for a 
particular type ol support. In addition, the composition of 
a {MirscKt's informal support network will change daring the 
course of his or her life. 

o Self-4ielp, Mutual Support Groups: Self-help groups 
are composed of p&^ns who share a common condition, 
concern, or experience. These groups are largely self- 
gcvtf ning and self-regulatli^, and generally offer face- 
to-face or phone-to-phone mutual supports that are 
accessible withotU charge. Groups such as People First 
try to provide participants with a sense <^ belonging, 
and recognition that their personal concerns and 
personal situations are shared by others. A person 
might regulaily attend a support group that meets at 
a n€»rby community center. 

o Social Su{^>orts in the Work Place: Any relatioi^hip 
€^ peer grcMip identity f<»ter8 a person's overall sense 
of social and vocational belonging. Such relationships 
enhance a person's social development and quality of 
life. Co-workers, tw example, might informally spend 
their lunch tour ti^ether, or go out after work to a 
social gathering place. 

o Neighborhood Si^ports: Persons or families in the 
neigM>orhood mi^t befriend the individual and, through 
their interactims with tNit person, provide a^istance 
and sui^pf^. example, a neightKMr might assist an 
individual in doing minor household repairs, or might 
invite the persmi over fcH* dinno*. 

0 Religious Si^ports: Friembhips and'formal, or informal, 
groups may organized around religious beliefs that 
are designed to promote spiritual growth, provide 
fellowship o{H>ortunities and encourage coo{^ration 
amor^ members. Participation in a Bible study or 
prayer grmip, &p a church-sponsored singles grtmp thet 
plans social activities, might {»*ovide religious support. 

o Family Supports: Aid and cooperation are given by 
family members and relatives toward another family 
member for the purpose of promoting the growth and 




Figure 3 
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welfare of the member, or of the family. \n individual 
might, for example, tave a sibling spend the weekend, or 
a family might have regular gatherings for dinner. 

o Frienctehips: Mutual attachments, companionships, or 
alliances between two or more people comprise 
frienctehip su(^K>rts. Goii^ bowling to the movi^ 
are activities that can provide opportunities for 
frien<^ip sup(K>rt. 

Otatftctes 

Certainly there are major obstacle that limit the range 
of informal supports for persons with developmental 
disabilitie. As (H'eviously disclosed, one obstacle is societal 
attitudes, which portray these individuals as deviants. 
Another factor is the difficulty that persons with 
developmcmtal disaNlities have in developing and maintainii^ 
interpersonal relationships. Also, the service system^s use 
of restrictive living, wortiii^, and training environments 
restricts the (tevel<^ment of such relationships.- However, 
the evidence »^ests that society^s attitudes can and do 
chai^, that persoi» with <tevelopmental disabilities can be 
taii^t social skills, and that normalized living, worlcing, and 
trainii^ environments can be developed. 

Etfly Efforts at (^f^uaSxed Stvports 

Some early efforts to "organize** informal su(^rts for 
persons with developmental disabilities are seen in the 
following programs: 

0 Parent Support Grou[»: Such groups assist parents in 
(tealif^ with the emotional trauma that can accompany 
the birth of a child with handica{». 

o Citizen Advocacy Programs: One-to-one relationships 
between a trained wlunteeer and a person with 
developmental disabilities are ixrovided. The volunteer 
serves as an advocate, and also provides practical 
assistance and emotional reinforcement (Addison. 1976). 

o The Foster Granc^rent Program, the Senior Companion 
Program, and the Retired Senior Volunteer Program: 
These (M'ograms establish relationships between older 
citizens and persons with disabilities (PCMR, 1977). 
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o Training and Support Groups in Parenting: Famili^ in 
which one or both parents have developmental 
disabilities, and who have chilch'en, are agisted thrcn^h 
programs i;uch as Mother's Friends, (ScMthwest Mental 
^Ith, C'olumbus, OH). 

A more recent devel(H>ment has t^en the emergence 
of the ''Developmental Disabiliti^ Self-Help Advocacy 
Movement" (Budde, Gollay, & Bennet, 1991), Self-help 
advocacy organizations, comfK^ed oS persois with 
developmental disabilities, luive been formed in various parts 
of the country: People First, Cof^mer Advocacy Ccincil, 
and Disabled Alliance of Hawaii (Woodward, 1978). Some of 
these groups are oriented primarily toward service issues 
and political action; some are largely social, support groups: 
and others combine both ap^Mroaches. 

Future Direetkms 

If persons with developmental disabilities are to be 
integrated into the community, both (^ysic»lly and socially, 
opportunitJ^ must exist to develop, use, am! maintain 
inf(H'mal »ipport networlcs. This will require that 
professionals and the general public recognize the potential 
of persons with develop nental disabiiiti^ rath^ than 
(M'esume incompetence. This is not to say ttmt persons with 
developmental disabiliti^ will not require service or 
supports from the service system, iHit rather that a balance 
must be maintained between twovidiig fwirol services arid 
supports and facilitating access to the Informal suroorts 
available in the natural environment. 

Professionals also must use (»'Oven trainif^; tedinologies 
to help persons with developmental disabilities to acquire 
the skills necessary to develcy and maintain informal support 
relationships . Trainir^ (M'ograms must be geared towani 
assisting persons with disabilities to function mofe like 
typically vaiucKl pe<n>le and to be able to function in as 
many aspects of the valued general <nilture as possible. 
Skills must be learned and {H'acticed under the conriitions in 
which they ultimately will be used (Martin, Rusch, k Heal, 
1982; Stacy, Doleys, & Malcolm, 1979). 

Living, training, and working environments sdiould be 
designed to foster the development of informal supports. 
The use of restrictive or segregated settings not only 
decreases the likelihood of developing appropriate informal 
support relationships, but also incr^ses the risk oi 
facilitatii^ abnormal behavioi^ that woild re<^ce the 
likelihood of establishing informal supports. Living, training 
and workir^ environments must be as age aiKl cailturally 
appropriate as possible. For example, residential settings 
must be as similar as pc^ible to other typical residential 
units in the community: culturally-valued ami devoid of 



26 



17 



EeecMUBeadBtioas 



signs that might cause a person with disabilities to be set 
apart from the commiHiity. Likewise, to achieve maximum 
acceptance it is important that livii^ situations be congruent 
with the person*s chronological age. Living, training, and 
working environments that are not age and culturally 
appropriate present a major impediment to the establishment 
of informal support relationships. 

Informal supports for persons with severe disabilities 
will be difficult to devel(H>* it is not r^listic to assume 
that such supports will be develq;>ed without a concerted 
effort on the part of the "service system" to foster the 
development and maintenance of siwh relationships. A 
variety of models have been (teveloped that reflect greatar 
system involvement, such as perronal advocacy, live-in 
friends, and the compani(m-model (Addison, 1976; DeFasio & 
Pealer, 1981; Moreau, Novak, & ^iigelman, 1980). Moreover, 
professionals need to find ways to foster the <tevel<^ment 
of informal sui^rt relation^i{«, and to link and su(^rt 
the members of the individual's support network. 

The <fevelopment of informal ^{H>ort networks for 
persora with developmental disabilities will be difficult to 
establish; twrofe»ionals. local agencies, and communities will 
have to reassess their traditional rol^ in assisting persons 
with (kivelopmental disabilities to live in the community. 
Howev^, such relationships are po^iMe and are being 
develcHKKi in various communities around the country (PC MR, 
1978; P^ke, 1980 ). Developing an expanded knowledge of 
informal support networks for persons with developmental 
disabilities is a first step in this direction. 



FORMAL SUPPORT SERVICES 

RfiCOMMSMDATlOHS 

■ =z ^ ^ 1^ riMge of foraal aapport servieeB alioiild be 

amSable at tbe loeal lev^ (eoimty or nifltl-eiMBity) to 
meet the aidti|ili~needB of persons with <ievelopaeatal 
c&ablUties. 

o Commrity gjeaerie fl^mdws and resmvees slio^id be 
ysed, as much as pgasihie, to ensure the person's 
p re s e ne e and partieipatikHi in ooaniBiity life. 

o PlaaninK for, and the d^very nS, formal sqppvt 
senriees to persoss with devclotiacntal Usabilities 
atioidd reflect jotA or midtl-ageeey lavolveBent at the 
loeel leyei (eonty, or Bidti-eoiaftyX 

o Dfreet cnnsnmer participation shoidd be an integral 
part of loeal pjanrfng and service delivery for peraoos 
with deretopaeatal dtaabBittes. Loeal agendes stioidd 
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devciop policies ttet eosm <Sreet comunter 
imraiveD^it, and stmild encourage ssch iinNdv^ient. 

o Presenriee and inservice tmbifav prograas for 
proTeBBtoiials and panprafesBbnals Aould lie awflabie 
to refM tte BBC of generic si^port services. 

o Adequate tadiqg aboidd be avail^*e for foraal aqpport 
services, aad tadlag HwytWftiiiinn almaM be fledble to 
allow for the me of a varfelf of loeal aenrfoe agenriea. 

o Edaeation prqgmas for Comty Boards of Ml/DD 
personnd and board Mibcn abould be designed to 
foster the Bse of generie eonanity reaoareea. 

o Training and tfffhniffBl assistance pragmas atMuU be 
available to assist eosMnadty gearrfe affeneies In 
serving persons with devri o p s w uita l (fissMUtiesu 

o Edaeation and ass ja tane e pvopaaK siioidd be avaiMrte 
to pareota and faoilies of persons with devdopnental 
(fissbilities (especially of yo»ger dnlifcvn), and to 
parents with devtiopSMntal cfisabilities who may also 
have children, to eneosange and foster their use of a 
full range of eoaauaity reaoweea, 

o lntei^«geney eoordtaation ^orta at the state kvei 
shoukl ensure optiwal eoonBnatkn asmng local agencies 
and reduce barriers to local cooperative ^orts, 

o An eapowered ease eoordtnation qrstesi should exiat 
at the loeal levd to waaiwiae the use of a fun rai^ 
of local 8erviee& Adequate aatary lev^ and training 
prograns shouM be provided that reflect the importance 
of ease eoordination. 



INFORMAL SUPPORT SYSTEMS 

o A range of inforHsl supports for persons with 
developaiemal disabilities should exist in the 
eo^Dunity. 

o Efftieation aad traiidag programs that ereate awmas 
and provide skill developwent in identifying and 
fostering aipports for persons with devetopaental 
(SasbUities sfaouM be provided for plaifflers, 
administrators, profeasionBla, and paraprofes»oml&. 

o Fondii« should be provided to eneourage the 
develofmm of a body of knowled^ on inf oml 
si^ports for persons with devdopnental dM^OitiesL 
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o Livii«, trainiqg, aod irorkiiig enviroBae^ sNwM foster 
tbe devdopaeiit and maisAemaee at informal airport 
netfrarka. 

o PrafeasifMiala and pamprafeasknals in Uie tlM of 
devdopnental dWmities aboiOd: 

(1) AsBist peraoBB with devdopaailal (fisalMUties 
to dev^ tbe skills neeessary for ereatiiiK. 
nainUiniBg, and sioUiitiBg inforaal wpport 
relationsidps 

(t) KieoBn^ tlie devdopBent, and matwe Uie 
eonftlBuatkn of such rdatfonsMps 

(3) Be avaHal^ to prav^ awjartawce as needed 
to meabers of the infonni a^port networin 

(4) Be careful not to overeactend their invoiveBent 
In inforaal sa^ipart n^works 



PUBLIC EDUCATION 

o Publie ediieatioB awarmsB prograas should exist that 
the "saaeness" of all persons, ineliMfiiiK those 
with developaental (Bsabilities. 

o Adequate funcMng diould be alloeated for puhiie 
eduoawion awarowas ^ograas. 
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Columbus, Ohio 43215 



Chitf, Office of Planning 
Ohio fH^rtment ai MR/DD 
30 East Bn»l Street 
Ccdumbus, Ohio 43215 



AMb 

Wrector, Dfviskm for S^^ices to 

Pamiiies and Childrm 
Pranklin County CMIdren Services 
1951 C^ntx Road 
Grove City, Ohio 43123 

Cbaiyk Pl^^pa 

Assistant SuperinteiKient 
FranUin County Board ^ MR/DO 
2S79 Johtwtown Road 
Ccrfumbus, Ohio 43219 



PRBVBimoN OP umrnrnoBAUZATKM auBcouBirm 

DBromunOIIAUZATIOII TASK POBCB 



CHer^ P^WS* Chairi^rson 
Franklin County Board of MR/tt) 
2879 Johnstown Road 
iTolumbus, Ohio 43219 

Wade EHwiag 

Ohio Swiety (txr Autistic Citizens 
751 Morlhwest B<Hilevard 
Columbus. Ohio 43212 



Southwest Community Health Centers. Inc. 
199 South Central Avenue 
CcriumbiM, Ohio 43223 



United C«*et^l Palsy ctf Ctriumbus and 

Fitinklin County 
3774 Eakin Road 
Ccrfumbus, Ohio 43228 



PM 

Nison^er Center 
The Ohio Sxaie University 
1580 Cannon Drive 
Co'umtHJS, Ohio 43210 

Maivarrt Bvtay 

Ohio Coailtic^ fof Ed^cniiw ot 

Hands(;apped Children 
145 North High Street 
Columbus, Ohio 43213 

fltetera Barafta 

Ohio Department of MR/DD 
30 East Broad Street 
Cc^umtnis, Ohio 43215 



Ohio Private Residential 

Association 
30 Mfest Gay Street 
Coiumbitt, Ohio 43215 

Oamte MeBlwate 

Nisoiver Cent^ 
The Ohio State University 
1580 Cannon Drive 
Columbus, Ohio 43210 

HiUa Back 

Sentinel Servieea. Inc. 
986 Goodale Boulevard 
C<^u:ibus, Ohio 43212 



Agesey affiBatkias are lao i ld ed far lafObSKtioaal 
imifif ttet Urn respeeUra 



do not 
of tte 
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